Although I was appalled to read the article about the neonatal intensive care unit (NICU) experience of the Montalvo/Vila parents, 1 I find the situation one of opportunity to speak to the issues for the dissenting factions. One of the parent's points was especially compelling: "back when God played God, babies such as our son died quickly and mercifully at birth. It seems to us to be a violation of the natural order of things to try to save marginally viable infants." Yes, that is true at first glance. However, advances in modern medicine have improved survival rates for people of all ages and quality of life for many; fortunately, neonatology is one of those advances. One pleasure in my clinical work was follow-up clinic, where I witnessed normal neurodevelopmental progress in the majority of NICU graduates within the context of their culture. After a decade of follow-up clinic observations, I learned that I usually would not have known which infant in the NICU would be normal later on. Those with obvious neurologic problems in the NICU were the exception; even in those cases, the neurologic problem was not often manifest in the first few days of life.
Nevertheless, a benefit of my retirement from neonatology for medical reasons was relief at no longer having to support the ultra micropreemie. I, like the Montalvo/Vila parents, view some neonatology work as a violation of the natural order of things. This is especially true when care is strictly in the medical model without consideration of the family or developmental support as defined by the Newborn Individualized Developmental Care and Assessment Program. 2 I strongly believe in several powerful phenomena that are not ordinarily considered by the physician: namely, infant/ parental attachment for even the most fragile and tiniest and sickest of newborn infants, 3 parental involvement in their infant's care (prenatally and in the NICU) and advocacy for their infant, and the importance of relationships among the professionals and parents to improve infant outcome. 4 It sounds as if none of these opportunities were available to this family; even their advocacy developed of necessity from a most adversarial situation. Now to some of the specific issues. I believe it was unprofessional for the obstetrician to not have requested a neonatology consultation for a joint discussion of the issues with the parents before delivery. It is unbelievable that a neonatologist did not speak with either parent until a week after the baby's birth. Parents should not need to be given an opportunity to talk with a neonatologist. That professional is responsible for finding the parents as soon as resuscitation and stabilization (if no other crises are happening) have been accomplished! In this case, that would have been easy, as the mother was in hospital for her own medical condition. It is extremely unfortunate that an adversarial relationship with apparently all professional staff arose relatively soon for these parents. It is incredible that the hospital had no system in place to help both staff and parents resolve these issues. Parents become viewed as "difficult parents" when they are demanding, inquisitive, speak up, want to read medical articles, and attempt to advocate for their infant. It is a situation that should be anticipated and then recognized and immediately worked on. I don't think it should be considered optional or a luxury item of care, although it is sadly lacking in too many hospitals. All staff need help in recognizing and understanding parental actions, and in doing so before the process has become antagonistic. Conversely, parents need the opportunity to learn about how the medical system functions, that there are uncertainties about outcome, that there will be differences of opinion among the staff, and that a physician's time is limited. Even so, one can find time to visit with parents, to hear and understand what they say, feel, fear, etc. If you have difficulty doing so, just for a moment substitute yourself for the parents; it will become abundantly clear why this is important.
As I have learned from the experience of teaching the Newborn Individualized Developmental Care and Assessment Program in NICUs, the medical model is by its nature exclusionary to parents and their input. 5 The focus of the medical model is treatment and hopefully cure for medical problem(s) with medications, procedures, and surgeries. Very often it neglects the mind/body connection in healing, perhaps due to lack of training. It infrequently recognizes the value of developmentally supportive care. 6 It often fails to capitalize on the potent strengths available when the partnership of medical professionals and parents decides jointly what may be best for the infant. To have had Child Protective Services be the "solution" is unimaginable to me. Also, it is sad that the parents had to learn on their own that the hospital had an "ethics" committee, that there was no policy in place to allow a relatively immediate meeting on request, that the committee was there for apparent unilateral support of the medical staff (as is usually the case), and that there does not seem to have been any advocate (ethicist or religious) for the parents.
It is disconcerting that this situation occurred, given that the state of Wisconsin had enacted guidelines to insure that parents receive the information necessary to make an informed choice about treatments. Were that hospital's administration and medical staff totally unaware of these guidelines? The lesson here is that a guideline is of no use unless the parties to be guided take responsibility to put the guideline into practice.
Journal of Perinatology has opened the door and created a forum in which the medical profession and hospitals can begin to consider all factors that contribute to healing. If this does not happen, parents and courts will do it for us. Finally, in fairness to all, the www.nature.com/jp Letters to the Editor 6. Discussion at "Hot Topics," 1999.
To the Editor:
Dear Mr. Vila, I could not help but respond to your commentary in the last issue of the Journal of Perinatology (October/November 1999). From your description, it was no doubt a horrible experience that you and Nancy lived through. As a neonatal nurse, I have seen first hand some of what you describe. However, I believe that some of the conclusions you reach are both unwarranted and unrealistic. I would like to address some of the comments you have made from the perspective of my 25 years of work in the neonatal field.
It was unfortunate that your regular obstetrician was not available for your child's birth. Immediately, you were faced with a physician with whom you were unfamiliar and who was unfamiliar with your case. As with most parents, you probably had conceived of a lovely, picture perfect birth of your child where both you and Nancy had complete control of this most natural of events. Then, with no preparation, you were faced with an emergency in which you had to make rapid decisions without adequate information.
You make a point of saying that although the ultrasound showed a pregnancy of 23 weeks' gestation, the doctors called it 24 weeks. No neonatologist or nurse practitioner likes to be called to an emergency cesarean section. The information about the baby is often difficult to interpret, at times contradictory, and may be incomplete. The baby may be small for days because of maternal factors. In fact, a baby that might seem to be 23 or 24 weeks' gestation can easily be 26 weeks' gestation. Weight alone also does not necessarily give you a fix on the gestational age of the infant. And during the resuscitation of an infant, judgements about the infant's gestational age can be grossly in error. As you now know from your reading, the outcomes for babies of different gestational ages can be vastly different.
The fact is that the doctors and nurses preparing your wife for the delivery did not know exactly what the gestational age of the infant was, or the condition the infant would be in when delivered. They could only give you general guidelines as to what to expect when you have a very premature baby. This information should have been provided to you. They should have also provided information about the benefits and risks to the baby and Nancy of a vaginal delivery as opposed to a cesarean delivery.
You state that the nurses would never answer Nancy's questions directly and that both of you had to be present before they would talk to her. I do not know why the nurses behaved in this manner. However, it has been my experience that when there is miscommunication between the parents, nurses and physicians often feel it is better to speak with both parents at the same time. This may be due to the complexity of the case or to the fact that the parents have strongly opposing views on the treatment of their infant. It does not necessarily mean that the nurses want to keep information from a parent or mislead them.
You state that you became angry that no one had given you a realistic picture of what your son's future might be like. I wonder how long it took you to develop a picture of your son's situation? It probably took many hours of standing by the bed of your son and additional hours looking through books and articles for you to develop a clear picture of your son's condition and potential outcome. Could you have done this in the few hours before his delivery? Would it have been realistic for the doctors and nurses to have given you such a picture when they were not even certain as to the exact gestational age of your son? What would you have done with the statistics on mild, moderate, or severe brain damage? How would you have evaluated the risk of prolonged pulmonary disease? What were the chances that he would have serious feeding problems? These are the questions whose answers are unknown. Of course, you could have been presented with a laundry list of potential problems and the probabilities for each problem at each gestational age. Maybe each neonatal intensive care unit should have such a printed list and give it to each parent as they contemplate the imminent birth of their child. Do you think it would have helped you make an informed decision?
Over a period of years, I attended hundreds of high-risk deliveries. Parents need to be kept informed about the potential risks of the various options of childbirth and the potential for serious complications related to premature birth. However, it has been my experience that even when given this information, most parents are unable to grasp the meaning of what is being said. They are too upset and concerned about the health of the mother and the health of their baby. Even in the most dire of circumstances, parents have strongly expressed their desire that the medical team do everything to save their baby. Only after the birth do they even begin to realize what the birth of a severely premature infant may mean to the future of their family. It is common to answer a question one day only to have the same question asked the next day and sometimes, for many days in arow. During times of great stress, parents often do not process the information given to them. Thus, sometimes parents believe that information was not provided them when, in reality, it was.
You state that you were given highly contradictory information about your ethical options and that you needed to know beforehand about the philosophies of doctors and hospitals. I am not surprised that you received contradictory opinions. In fact, I would have been surprised if you had not. It has been my experience that within the same neonatology group there are highly diverse opinions regarding the treatment of the very premature infant and the ethical issues this presents. It is precisely because the outcome for these infants cannot be clearly predicted that there are differences in opinion. In this case, it sounds as if you received truthful opinions, but are dissatisfied that there is no one answer.
All patients have the right to find out their physician's personal philosophy regarding such issues as resuscitation of the very premature infant and continuation of treatment in the face of multiple and severe developmental and physical problems. However, when you come in on an emergency basis, you may get any one of a large number of physicians caring for your baby. Do you propose to have a written statement from each physician available to you as you check in? Would you have time to read it and appreciate the ethical stance of a particular physician? If you disagreed with the ethical stance of the only physician there to take care of your baby, would you refuse to let the physician care for your infant? I understand your concerns, but it is difficult for me to see a real world solution.
It is also difficult to take at face value your suggestion to make "audio recordings of all important discussions parents have with the medical team". You state that parents would keep these recordings to "document their interactions with the staff and to study at their leisure." Considering that you feel you are the victim of "arrogant injustices," it is reasonable to assume that you might consider these tapes as evidence that you were given misinformation. In reality, taping such sessions would block communications. Physicians would be reluctant to become involved in the give-and-take that often characterizes such meetings. It would create a hostile atmosphere, one filled with mistrust. This does not mean that I am opposed in any way to open communication. In the first neonatal unit in which I worked, parents were given complete access to their infant's chart and a nurse was there to provide information and clarification about what was charted. It was a practice that fostered open communication and discussion and is one that I highly recommend.
Your description of Child Protective Services is certainly disturbing. In my experience, such services were never used to "punish" parents. It is hard for me to believe that any ethical neonatology service would use Child Protective Services to silence you because you "expressed [your] belief that [you] should have had the right to genuinely informed consent about the treatment of [your] extremely premature infant."
It is most telling that you feel that you have been subjected to "a medical assault." You also want the neonatologists held accountable for their actions for the "arrogant injustices" that you feel you received. You state that you are "devoting" your life to "making sure that all parents enter the neonatal intensive care unit with a genuine understanding of the realities of neonatal care, of the poor outcomes and horrendous costs, and of the options that are legally available to them."
Let's assume that you get what you want: that neonatologists are held "accountable" for their actions. Are you going to sue them if an infant has brain damage? What about an infant who becomes infected? Who are you going to blame if an infant has necrotizing enterocolitis? Do you believe that any reasonable person would put their professional life on the line based on the outcome of a baby born at 24 weeks' gestation? Do you propose that all babies who are born at 24 weeks' gestation receive no care? What about babies at 26 weeks' gestation? Or 28 weeks' gestation? In reality, the outcome is uncertain for all premature babies. There is even a small percentage of full-term babies who become sick and die. Should we hold the neonatologist responsible for this too?
Yes, parents need to be informed. The best information available should be given to them. Neonatologists need to be held to the same standards as all physicians. But does this mean that they should not treat infants whose outcome is uncertain for fear of retribution if the outcome is bad?
It is clear that you lack perspective on the history of neonatal care when you state that "it seems to us to be a violation of the natural order to try to save marginally viable infants. . . " Are you suggesting by not violating the "natural order" that we withhold medical care from all sick babies and wait to see which will live and which will die? When I started working in a neonatal intensive care unit, babies of Ͻ32 weeks' gestation were often critically ill. It was a rare event to have a baby of Ͻ1500 gm who was not ill. And very small infants (those weighing Ͻ1000 gm) usually died. Because of the persistent and pioneering work on these "marginally viable infants," thousands and thousands of premature infants have now survived who would have perished only a few decades ago. Is neonatal care experimental? I have always considered it to be so, as we use every bit of our intelligence and determination to save as many babies as possible so they can lead a normal life and bring joy to their parents. Many babies have died or ended up with lifelong disabilities even when we used the best treatment we knew how to provide. But what has been learned from these early "failures" has paved the way for better treatment for babies to come. Do we stop treating premature infants because some of the infants face tragic outcomes? If we do, would you tell us at what gestational age we should draw the line? And will you be there when parents beg us to do everything in our power to save their infant regardless of the consequences?
As the publisher of Newborn Intensive Care: What Every Parent Needs to Know, I want all parents to be as well informed as possible when they have a premature infant. In my clinical practice, I never withheld information about a baby from its parents. It is their right to know, and it is the obligation of the caregivers to provide whatever information is necessary so that parents can make informed decisions. However, it is unrealistic for nurses and doctors to refer parents to the latest research articles. Most parents are not qualified to evaluate research articles. It is common for research articles to reach different conclusions. Should they tell them of an article on the toxic levels of aluminum in hyperalimentation fluid? I don't know. Is their unit using the same type of fluid in the same amounts on the same patientpopulation? Is the study well done? Are the statistical tests appropriate? Is the outcome significant?
Has the study been replicated? These are just some of the questions that need to be addressed when looking at a research study. Are you qualified to answer them? Do you want to look at all studies related to premature infants? That is what neonatologists dedicate their lives to doing. Should parents be made aware of the risks of the types of treatment being used? Yes. However, if they are apprised of every risk, no matter how minor, these cautions become meaningless. One only has to look at any drug insert to see where this could lead.
It is apparent that you had a terrible experience with the birth of your child and a tragic outcome. I do not doubt that you have expressed your experience as you viewed it. However tragic your experience and however much at fault are the doctors and nurses who took care of you and your baby, the essential question must be answered: Do we continue to treat the very premature infant? It is my belief that we do.
